The patient's disease progressed to complete paralysis. His mother refused standard symptomatic treatment for an intubated patient (i.e., opioids and benzodiazepines) out of fear of addiction, preferring herbal and topical remedies which proved ineffective. The medical team listened to the mother's concerns at great length, and provided verbal and written education regarding the beneficial role of medication and the negligible risk of addiction for time-limited illness [1] . The father was enlisted as an advocate for the patient (the parents were divorced, and he lived with his mother and step siblings), and while the father was in favor of symptomatic treatment, he was not willing to defy his ex-wife. The Department of Spiritual Care was consulted to address spiritual issues impacting care, such as the mother's view of suffering as inevitable and redemptive. Despite maximal non-pharmacologic pain management, the patient began to experience severe neuropathic pain related to restore sensation. (Pain could not be assessed based on self-report because of maternal pressure on the patient, so a modified FLACC scale was used, taking into account the patient's inability to move his torso or extremities. Scores were consistently 5-6 on a six-point scale) [2] .
A written plan was formulated in consultation with the family, which delineated between the "standard of care" (which would include opioid pretreatment for physical therapy and a scheduled analgesic targeting neuropathic pain) and optional treatments. Each of these steps followed the AAP stepwise response to perceived medical neglect [3] . The patient's mother continued to refuse any treatment for neuropathic pain, deeming that the side effects of the medications were too serious and arguing that the pain "would eventually go away on its own". The medical team was forced to make a report of medical neglect to CPS, whose initial response was to plan a home visit after discharge since the patient was "currently safe in the hospital". When made to understand that the patient was suffering in the hospital, CPS interviewed the parents at length. After the interview, the patient's mother who had been the subject of previous CPS reports was overheard by a nurse expressing her confidence that no action would be taken, since "they can't prove a greater than 50/50 chance of death."
Once CPS became involved, the patient's mother begrudgingly gave permission for Gabapentin to be started for neuropathic pain, although she continued to tell the patient that the doctors were "just trying to make you a zombie" and warned him that the medication could "make him want to kill himself". The consequent increase in the patient's anxiety and the inability to use medications that would have expeditiously addressed his symptoms led to a degree of suffering that was intensely difficult for the staff to watch (let alone for the patient to experience). In addition, after the patient developed a non-specific rashtemporally unrelated to the Gabapentin-the mother withdrew her permission for even this treatment.
The GBS eventually resolved and the patient was extubated. On the day of discharge, the reporting physician received a letter from CPS stating that there were insufficient grounds for further investigation of the report.
Definition of Medical Neglect
While competent adults have the right to refuse any medical treatment-even one that is life-sustaining [4] -pediatric decisionmaking is based on what is in the best interest of the child [5] . As famously phrased by the U.S. Supreme Court: "Parents may be free to become martyrs themselves, but it does not follow they are free, in identical circumstances, to make martyrs of their children before they have reached the age of full and legal discretion when they can make that choice for themselves" [6] .
More specifically, medical neglect is defined by the Child Abuse Prevention and Treatment Act (CAPTA) as any "failure to act on the part of a parent or caretaker, which results in death, serious physical or emotional harm, sexual abuse or exploitation, or an act or failure to act which presents an imminent risk of serious harm" [7] . Beyond this general concept, each state is responsible for further defining neglect, and all states require physicians to report suspected neglect. The state of Vermont, where the case presented above occurred, defines a "neglected child" as "a child whose physical health, psychological growth and development or welfare is harmed or is at substantial risk of harm by the … omissions of his or her parent" [8] .
Recognizing that medical neglect can have serious consequences-even leading to death [9] -the American Academy of Pediatrics (AAP) has identified criteria for the diagnosis of neglect, as well as a stepwise response culminating in a report to CPS. Required diagnostic criteria include:
• "A child is harmed, or is at risk of harm for lack of healthcare;
• The recommended health care offers significant net benefit to the child;
• The anticipated benefit of the treatment is significantly greater than its morbidity, so that reasonable caregivers would choose treatment over non-treatment;
• It can be demonstrated that access to healthcare is accessible and not used; and
• The caregiver understands the medical advice given" [3] .
Given this consistent emphasis on "harm" (or "risk of harm") in federal and state statutes, as well as the official position of the AAP-and acknowledging the extreme pain the young boy in this case experienced-how does one explain CPS' reluctance to intervene (or even initiate a full investigation)? And what steps can be taken in preventing children in similar situations from suffering, too?
Why Refusal of Pain Management is Often not Recognized as Medical Neglect Neglect is often framed in terms of survival
Despite the emphasis on "harm" noted above, in practice-and, occasionally, in print-medical professionals and governmental organizations often frame neglect in terms of threat to life. For instance, while the AAP is clear that "it may be necessary to involve child protective services if the child is being harmed (or potentially harmed) by lack of medical care," at other points its recommendations regarding compulsory treatment focus on "the rights of seriously ill children to receive life-saving medical care even if their parents subscribe to religious beliefs that are antithetical to medical care" [3] emphasis added. Similarly, the word "martyr" (as often quoted from Prince v. Massachusetts) is often assumed to refer to someone who dies for their religious or political beliefs. It can, however, also apply to someone who "suffers a great deal, especially due to an illness" [10] . The patient in this case, even while recovering from his illness, clearly fits the latter description.
Another reason for often equating neglect with risk of death is that high-profile cases of potential medical neglect often involve both (potentially) curative as well as symptomatic treatment [11] . In such situations, the primary criterion for determining whether neglect has occurred is the parental refusal of "life-saving" treatment. Had the patient's mother in this case persisted in her refusal of intubation or IVIG administration, CPS would likely have substantiated the claim of medical neglect and authorized all necessary medical intervention, both curative and symptomatic. But since the patient's condition was no longer life-threatening, the refusal of symptomatic treatment alone was deemed insufficient evidence of neglect.
From the CPS perspective, focusing on threats to life may reflect the need to triage reports, with an emphasis on those which involve potential threats to life. In the U.S. in 2009, for instance, 3.3 million reports of child abuse or neglect were made to CPS involving approximately 6 million children. Approximately 2% of these reports were for medical neglect, and only one out of six reports of maltreatment led to the conclusion that at least one child was a victim of abuse and/or neglect [12] . Given this vast scope of responsibility, it is understandable that CPS would prioritize threats to life, which may tragically result in underattention to potential harm through unmitigated suffering.
In light of the common practice of framing neglect in terms of survival, the mother's confidence that CPS would not intervene in a situation that was not life-threatening does not seem to be misplaced.
Subjective nature of suffering
Another reason for failing to intervene may be the subjective nature of suffering, and the resulting difficulty in determining whether a child is truly being harmed. It is a well-accepted tenet of pain management that pain is a subjective phenomenon [13] . Yet suffering is a much broader concept than physical pain, and in some cases pain may not be the cause of a patient's suffering (and thus analgesia would not be the appropriate response). By the same token, some patients in significant pain may not truly "suffer", by virtue of either the corollary benefits of experiencing such pain (as in the case of childbirth, for some laboring women) [14] or the potential drawbacks of treating the pain (as in the case of diminished lucidity in patients at the end of life) [15] . In this case, the gold standard for measuring pain (i.e., self-report) was confounded by maternal pressure, but objective measures consistently evidenced significant pain without any obvious compensatory benefit.
For all these reasons, the degree to which pain leads to suffering-and the degree to which suffering, in turn, represents harm-can be difficult to quantify. Some have taken this indeterminacy further, arguing that even if a certain degree of pain does constitute suffering, by virtue of its time-limited nature it doesn't actually constitute "harm". This view is misguided, however, given the multiple aspects of pain that are clearly harmful. The most obvious, of course, is that pain hurts, and most people take every possible step to avoid experiencing it. Beyond the present discomfort, untreated pain has been shown in the surgery literature, for instance, to cause significant morbidity via worsening the injury, preventing healing, causing infections, prolonging hospitalization, and even leading to death [1] .
Repetitive stimulation of pain receptors also produces a "wind-up" phenomenon, such that subsequent painful stimuli evoke heightened responses, leading to Hyperalgesia and Allodynia [16, 17] . Inadequate analgesia during painful procedures may change the "set-point" of children for future exposure to the same painful experience so that a child requires increased medication to control pain [18] . Such children are at increased risk of anxiety related to future procedures and may have negative perceptions of health care providers [1] . Studies have also shown a link between untreated pain and posttraumatic stress disorder [19] [20] [21] [22] , which would certainly seem to fit the definition of "emotional harm" in federal statute, as well as harm to "psychological welfare" in state law.
For these reasons, pain management has increasingly been classified as a basic human right [23] . The appropriate question, then, is not whether pain can constitute harm, but rather the nature, amount, and duration of pain that does constitute it.
At the same time, the potential for state intervention to worsen suffering needs to be considered. In this case, the option of simply going ahead and treating the pain over the parent's objectionbased on the standard of care and absent CPS authorization-was not a practical one, given that the mother was always present at the patient's bedside extolling the damage that analgesia could do to him. Unilateral overriding of her refusal could have worsened his overall suffering, and barring her access to the hospital would have left him isolated and alone. The only reasonable option to deferring to her refusal was a consolidated approach involving not only hospital staff but also state authorities.
Various reasons for refusing analgesia
Another challenge is the multiplicity of reasons which parents have for either not recognizing a child's pain and/or not providing treatment for it. In this case, distrust of the medical establishment and religious views were both factors in the mother's refusal of analgesia for her son. However, one should not assume that religious beliefs-some of which are clearly associated with refusal of both curative and symptomatic treatment of serious disease [9] -are the sole reason for refusal of pain management.
Recent studies have shown that a variety of factors play into parents' lack of recognition of their child's pain, including a sense that children may be exaggerating their pain or complaining to get attention, and a belief that children who are playing or are quiet cannot be in pain [24] [25] [26] [27] [28] [29] [30] [31] . Hopefully discussion and education can counter these misperceptions, especially in cases as serious as the one presented here, where there are plentiful reports of the pain involved in GBS [32] .
Non-pharmacological options
Even if one does recognize that a child is in pain, it is not entirely clear that pharmacologic treatment is indicated. Clearly there exists a wide variety of non-pharmacologic interventions for pain, which may well be effective and also avoid the side effects that come with any medical treatment [33] . Concern for such side effects-as well as for addiction and decreasing efficacy over time-has been shown to discourage parents from providing pain medications for their children [31] . Therefore, even if one grants that children in pain may be at risk of harm, the question of how to treat the pain remains to be answered.
When Refusal of Pain Management does Constitute Medical Neglect
As noted above, several issues complicate the determination of whether a parent's refusal of pain management truly constitutes medical neglect, including the practical focus on threat to life, the subjective nature of suffering, a potential lack of recognition of the existence and significance of pain, and competing methods for treating that pain. Given the complexity of the issue-and the multiplicity of potentially reasonable parental responses-it is helpful to reframe the issue in terms of the "Harm Principle" [34] (Table 1 ). For while the term "best interest" is used for the default decision-making paradigm in pediatrics [35] , when a) Refusal places the child at significant risk of harm b) The harm is imminent and requires immediate action to prevent it c) The refused intervention is necessary to prevent the serious harm d)
The refused intervention has proven efficacy and is likely to prevent the harm e)
The refused intervention does not place the child at significant risk and the benefits outweigh the burdens f) Potential less invasive alternatives have been considered
g) The specific case considered can be generalized to all other similar situations h) Most parents would agree that the state intervention is reasonable faced with several options parents are not required to choose the one the medical team feels is "best". Rather, the parents are simply required to choose among a range of acceptable options, specifically avoiding those that would cause the child harm.
The case presented here meets all eight requirements of the harm principle. Unmitigated severe pain represents imminent and significant harm to the child (a & b), which can be ameliorated through pharmacologic means (d) that possess an excellent safety profile (e). Non-pharmacologic means were tried without success (f), and no other options were available (c). Concern for untreated extreme pain was not based on the parent's reasons for refusal, but rather on the risk of harm to the patient (g). And management of extremely burdensome symptoms has been identified as a moral imperative [36] , one that presumably most parents would value sufficiently to favor state intervention on behalf of a child (h).
Given the greater latitude that parents are granted in decision-making (compared to other surrogates), the bar should be very high for requesting state intervention. The Harm Principle provides a reliable and demanding standard for CPS involvement, and only in rare and compelling cases-such as the one presented here-will every necessary condition be met.
Conclusion
In situations where the parent of a pediatric patient is refusing pain management, it is imperative to recognize that this may place the child at risk of undue psychological trauma, and thus also medical neglect. Once recognized, the step-wise approach set forth by the AAP for addressing situations of potential neglect is extremely helpful. This includes optimized communication, enhanced education, empathic listening, psychosocial support, and shared decision-making [3] . If this is unsuccessful in resolving the dilemma, next steps include objective assessment of the degree of pain and suffering, further exploration of the reasons for parental refusal, and exploration of non-pharmacologic interventions. Only when these are also unsuccessful-and all eight conditions of the Harm Principle are clearly met-is referral to CPS justified.
At that point it is important to emphasize to the CPS agency that while neglect is often framed in terms of threat to life, both legal statute (federal as well as state) and AAP policy affirm that risk of harm is the basis of neglect. The long-term sequelae of untreated pain-as well as the right of all persons to have their suffering addressed-should be stressed.
Practical obstacles (some of which are fairly unique to pain management) should also be highlighted, for while a child of Jehovah's Witnesses who has received a blood transfusion in the hospital could reasonably be deemed "safe," the same is not the case for a child in pain. Because pain is subjective-and typically measured by self-report-the potential for parental coercion (or at least discouragement of reporting pain) hampers adequate assessment and treatment. And because separation from a parent can cause significant suffering, the decision to intervene on the part of the state should never be taken lightly.
Because of the unique aspects of pain management noted above, it is critical for pediatricians to collaborate with-and educate-CPS personnel of the risk of harm posed by inadequate pain management, and the ethical justification in extreme cases such as this one for state intervention. Absent this, more children will be forced to suffer needlessly.
